The attached draft report has been approved for
distribution, but is expected to undergo minor
changes. This version will be replaced with the
corrected, formatted version as soon as possible.

If you would like to be informed when the
formatted version is available, you can email the
HHS/ASPE Office of Disability, Aging and Long-
Term Care Policy at
webmaster.DALTCP@hhs.gow.

You can also subscribe to our LTC Listserv, which
sends out monthly updates on reports recently
made available from our website. To subscribe,
send an e-mail to: listserv@list.nih.gov and type
as the only message:

SUBSCRIBE LTCARE-L your name


mailto:webmaster.DALTCP@hhs.gov
mailto:listserv@list.nih.gov

Subcontract No.: Q146901 MATHEMATICA

MPR Reference No.: 8349-105 .
Policy Resecrch, Inc.

Experiences of Workers
Hired Under Cash and
Counseling: Findings
from Arkansas, Florida,
and New Jersey

Final Report

August 2005

Submitted by:

Mathematica Policy Research, Inc.
P.O. Box 2393

Princeton, NJ 08543-2393

(609) 799-3535

Funders: Project Director:
Randall Brown
The Robert Wood Johnson Foundation
U.S. Department of Health and Human
Services, Office of the Assistant Secretary
for Planning and Evaluation



ACKNOWLEDGEMENTS

This report has benefited greatly from the thoughtful comments and suggestions of several
people. In particular, we appreciate input from external reviewers Ted Benjamin and Robyn
Stone.  Several members of the Cash and Counseling Demonstration and Evaluation
management team—Kevin Mahoney, Lori Simon-Rusinowitz, and Marie Squillace, and
members of the staff of the Centers for Medicare & Medicaid Services (CM8)—provided useful
comments. We also appreciate comments from Martha Creel in Florida

Several colleagues at Mathematica Policy Research, Inc. made
Gaber programmed the analysis, and Valerie Cheh provided con
report was produced by Jane Nelson.

The opinions presented here are those of the authors a
the funders (the Robert Wood Johnson Foundation a
Human Services, Office of the Assistant Secretary for Pl
Counseling National Program Office, CMS, onthe demot

ot necessarily reflect those of
Department of Health and
valuation), the Cash and



CONTENTS

EXECUTIVE SUMMARY ...ttt IX

INTRODUCTION ..ottt lfinan e B e 1
A NEW APPROACH TO MEDICAID PERSONAL ASSIST/ : N 2
KEY FEATURES OF THE THREE DEMONSTRA ... ... 3
1. Eligible Population, Enroliment, and AllS - 3
2. Counseling and Fiscal Services ...l ... coovoieeieiieneeie e 5
3. Research Questions and Previous ResearChh,.... oo, ....c.oevveeivieiieeirieireenreenn, 6

METHODS ... i Bt i 9

(DE1r W Ofo] | [-Toit o g I P O R SRR 9
Descriptive Meastres " .. ... .cuueadin. .. evee fiiasrteeeeneenieiienieeee e siesee e 10

Eal N

Methods for Analysis:.... L.l . e B 11

3 [ Workers and Their Care
.................................................................................. 11
.................................................................................... 16
................................................................................. 17
............................................................... 18
........................................................... 24
................................................................................ 25
Are PrOVIAEd ......cveiiieii e 26
g and Preparedness for Work ...........ccccoviveiiicie i 29
BF WEIH-BEING ... 32
Outcomes, by Consumer-Worker Relationship .........c.cccccvveveiieiinnnnn, 35
............................................................................................................... 39
1. Summary and Policy IMplcationS..........cccccveviiiieiicie e 39
2. POSSIDIE IMPIrOVEMENTS ... s 44
3. LIMITALIONS .o e 46
4. Other RESEAICN .......ociei e re e 48



CONTENTS (continued)

COMPANION REPORTS ... ..o 49

Impacts on Quality of Care and Use of Personal Care ..........c.cccccvevvvveiveiesinnnn, 49
Impacts on the Cost of Medicaid and Medicare ServiCes.........ccovvvivrienieesieannens 49
Impacts on Informal CaregiViNg ........ccceveeieiieeieie e ene s
Experiences of Paid WOrKErS.........ccccoovviiiinienienec e

Program Implementation ............ccccevveveeieiiene s

Program Demand and Participation
Final Evaluation Report..........cccceeveveiennv e,

REFERENCES.........ccoiii

APPENDIX A: ADDITIONAL TABLES

APPENDIX B: COMPARISON
ADULTS AND

APPENDIX C: PROGR

Vi



TABLES

Table Page

1 WORKER CHARACTERISTICS.......c.ooiiii B 14

2 HOURS OF CARE PROVIDED AND COMPENSATION ... 19

3 SATISFACTION WITH WORKING CONDITIONS L5070 i Ny B 22

Al CHARACTERISTIC
HIRED AND AGEN(C

A2

A3 CONSUMER-WORKER

SAMPLES IN ARKANSAS,

....................................................................... A.6
B.1la F CONSUMERS CARED FOR BY DIRECTLY
Y WORKERS IN FLORIDA ..ot B.4
B HARACTERISTICS: COMPARISON OF SAMPLES FOR
ND CHILDREN IN FLORIDA .....ccoiiieiieee e B.6
OF CARE PROVIDED: COMPARISON OF SAMPLES FOR
LTS AND CHILDREN IN FLORIDA ..o B.9
B.3 ATISFACTION WITH WORKING CONDITIONS: COMPARISON
OF SAMPLES FOR ADULTS AND CHILDREN IN FLORIDA ................... B.11
B.4 TYPE OF CARE PROVIDED: COMPARISON OF SAMPLES FOR
ADULTS AND CHILDREN IN FLORIDA ..o, B.14
B.5 TRAINING AND PREPAREDNESS FOR WORK: COMPARISON OF
SAMPLES FOR ADULTS AND CHILDREN IN FLORIDA.........ccccceviinene. B.15

vii



TABLES (continued)

Table

B.6

B.7

B.8

B.9

Cl

Page
WORKER WELL-BEING: COMPARISON OF SAMPLES FOR
ADULTS AND CHILDREN IN FLORIDA ...t B.16

COMPARISON OF RELATED AND NONRELATED DIRECTLY
HIRED WORKERS FOR THOSE CARING FOR THE FLORIDA

AND ELDERLY SAMPLES IN FLORIDALL.............. B.20

KEY FEATURES OF CASH AND COU

viil



EXECUTIVE SUMMARY

The well-being of paid workers is an important consideration often overlooked in consumer-
directed programs. Medicaid supportive services for people with disabilities have traditionally
been provided through home care agencies. In contrast, under the Cash and Counseling model of
consumer-directed care, beneficiaries hire and pay workers directly, deciding who provides their
care, when they receive it, and how it is delivered. Because directly hired Kers do not have
an agency affiliation, some policymakers are concerned that these workeg ot have enough
training, supervision, and support and may not receive adequate
emotional and physical well-being of directly hired workers may
workers’ lack of training and support. They may also find fthei
because they are usually friends or relatives of their clients.

onsumer direction in the Cash
ticipating states—Arkansas,

This study describes the experiences of workers hired g
and Counseling Demonstration, using results from al
Florida, and New Jersey. Demonstration enrollment, w
and July 2002, was open to interested adul

(PCS) under their state Medicaid plan (in Ark ~ d to interested adults and
children receiving home- and communi er (in Florida). After a
baseline survey, enrollees were rand ) i iL40wn personal assistance as
Cash and Counseling consumers (t A ceive services as usual from
agencies (the control group). Cash & ers had the opportunity to manage a

monthly allowance, which they could eir choice of caregivers or to buy other

services or goods needed : ite’s program differed somewhat from the
others in how it was imp ¢ e allowance, and how the allowance could be
used. All three statesph : asie»Cash and Counseling principle of providing an

g the consumer develop a spending plan to manage

ary paid workers were called and asked to complete the Cash and
ey. These workers, who were also the consumer’s primary informal
dut 40 percent of the workers for the treatment group), were also asked
heir role as informal caregivers. From their survey responses we

e type, timing and amount of paid and unpaid care provided during the past two
weeks, alongiwith perceptions of working conditions, (3) whether the worker received training,
and (4) worker well-being, including wages, fringe benefits, stress, and satisfaction. We focused
on describing the experiences of the directly hired workers for the treatment group, using agency
workers’ experiences as a benchmark.



Results

In our examination of workers hired by adults, the majority of directly hired workers were
related to the consumer (ranging from 58 percent in Florida to 78 percent in Arkansas), and
about 80 percent provided unpaid care to the consumer before the demonstration began. As a
result, these workers often fulfilled the roles of both informal caregiver and employee. They
provided many hours of unpaid care (an average of 26 hours per week in each state) and care
during nonbusiness hours. Because they were not bound by agency rul
regulations, they could help with a variety of health care tasks.

There were two areas in which directly hired workers fared worsg‘than agency workers: (1)

friends. However, these differences were due to their being re not to
being directly hired by the consumer, as the levels of well-k T n y hired
workers were nearly identical to those of agency workers. 4 of directly
hired workers who were related to the consumer reported s iing little or no emotional strain,

compared to 57 percent of agency workers, and 57 perceg lated directly hired workers.

19 percent of nonrelated dlrectly hired worl rs g ain for related workers
appears to be caused not by their hired of their relationship to the

In general, the Cash a
for caregivers through ei
workers, directly hirge

not appear to create adverse consequences
g or poor compensation. Compared to agency
erage, $1 per hour more (about 15 percent) in

~ ) er hour (about 5 percent) in Arkansas. In all three
states, more than 40 percent of di hired workers were very satisfied with their wages and

fringe benefits, comparg 3 20 percent of agency workers. While only about half of
directly hire Ing in the health care or personal care they provided, nearly
all felt jobs and were well-informed about the consumer’s condition.

y workers and directly hired workers were very low (averaging less
three states). Compared to agency workers, injury rates were higher
in Arkansas, and lower for this group of workers in New Jersey.

caregiving.

Finally, both agency workers and directly hired workers were quite satisfied with their
overall working conditions and the supervision they received. Our findings were remarkably
consistent among workers in all three states, even though the states served different target
populations and had different restrictions concerning who consumers could hire. Moreover,
results for the workers hired on behalf of children in Florida were similar to the results for those
hired by adults in Florida.



Implications

Despite the satisfaction that workers hired under Cash and Counseling had with their work
arrangements, compensation, and relationship with the care recipient, there remain some
concerns about workers’ well-being and willingness to continue in their role over a longer
period. There are several improvements that the program could possibly make. First,
counselors/consultants might give educational materials to hired workers to lessen the concern
that consumers or workers could be injured because so few workers receive traiging in how to do
their jobs. Second, counselors could be made aware of local caregiver support groups and
sources of information (such as books, websites, or informational broch ow to deal with

stress related to caring for a family member or friend, and then trai e, careglyvers to
them. Third, the state could prepare materials (printed or videotapgd ers and their
families, alerting them to the fact that workers often feel that the co mer’s
family don’t respect the work they do. These materials cQ ze such
tensions.

Finally, while both related and unrelated hirees ha els of satisfaction under the
program, that conclusion begs the following question: )l this ahighly successful program
benefit far more consumers if it provided a }list of peq d to become workers to
interested consumers who were unable to hiré.family members 0 ds? Furthermore, such a
listing could help program participants fi their current hired workers
were unable or unwilling to continue hand, offering such a list
could create opposition from the sts ould put the state at risk of
lawsuits if a worker hired from the ( consumer in some way. States may
also wish to consider whether more stigp * ing should be offered to family caregivers

ed and emotionally strained. These efforts
could help the workers re j perhaps until the consumer no longer wished or
was able to continue liwi

Xi



INTRODUCTION

Medicaid supportive services for people with disabilities have traditionally been provided
through government-regulated home care agencies. Agency care provides consumers with

important benefits (such as formally trained and supervised workers), but it sometimes limits

consumers’ choices about how and when their care is provided. Mg agency worker
to receive. In contrast, under the Cash and Counselin
beneficiaries hire and pay workers directly, deciding who

it, and how it is delivered.

While care recipients who manage their own care appear to be much more
satisfied than consumers who receive agency care (Benjamin and Matthias 2000; Foster et al.
2003; Carlson et al. 2005), the primary reason given for dropping out of a consumer-directed

option is difficulty finding or keeping a worker (Schore and Phillips 2004). Moreover, turning to



consumer direction and tapping consumers’ family members and friends as additional sources of
labor could help solve the serious worker shortage. In this report, we use results from all three
states participating in the Cash and Counseling demonstration—Arkansas, Florida, and New

Jersey—to assess the experiences of workers hired under consumer direction.

A NEW APPROACH TO MEDICAID PERSONAL ASSISTANCE

owing how they would

s for Medicare & Medicaid Services, the Cash and Counseling

Evaluation ~was implemented in three  states—Arkansas

Program). The National Program Office for the demonstration, at Boston College and the

! This report repeats the findings for Arkansas reported in Dale et al. 2003a. See Simon-Rusinowitz et al.
(2005) for a comparison of family and nonfamily caregivers in Arkansas.



University of Maryland, coordinated the overall demonstration, provided technical assistance to
the states, and oversaw the evaluation. Because their Medicaid programs and political
environments differ considerably, these states were not required to implement a standardized

intervention, although they did have to adhere to the basic Cash and Counseling tenets of

flexibility in the use of the allowance and support to make it possible | consumers to

participate.

KEY FEATURES OF THE THREE DEMONSTRATIO

As they began their demonstrations, Arkansas, Flor all wanted to

adequate care. Arkansas stressed i han the other states did,
because its home care workers were
The programs of all g itures, but they also differed in important

ways. This section and | fhe main features of the three programs.

1. Eligible Populatior and Allowance

waiver prog such as behavioral therapy, personal care supplies, and personal care) for

qualified elderly adults, nonelderly adults with physical disabilities, and children and adults with

developmental disabilities.

2 Some adults in Arkansas and New Jersey had developmental disabilities, but these people cannot be
differentiated from those with other disabilities.



Another important distinction between the three state programs involved whether
beneficiaries had to be enrolled in the traditional program to participate in Cash and Counseling.
In Florida, beneficiaries had to already be receiving some costed-out waiver services to be

eligible for the demonstration, and, in New Jersey, beneficiaries had to have applied for agency

of this option. None of the states screened eligible co

consumers were allowed to enroll if they (or their repre felt they could manage the

Cash and Counseling program.*

Due to the substantial cross-state dif in the services cov

red, the maximum hours of
care allowed, and wage rates, the me A led widely across the three

states, from $313 in Arkansas to $1,0 ey, with Florida falling between these two

extremes ($829). In spite ame of the program, consumers did not actually receive much

of the allowance i (or their representatives) had to develop a spending
plan specifying the goo 0 be purchased for them with the allowance. Only goods
and ser ~ mer’s disability were permissible; however, the states usually
essing what purchases to allow (for example, they permitted the
e ovens and washing machines). Spending plans could include small

amounts of cash—up to 10 percent of the allowance in Arkansas and New Jersey and up to 20

® These requirements limited the likelihood of consumers enrolling in the demonstration who would not have
sought or accepted agency services but who were interested in receiving a flexible monthly allowance.

* The Section 1115 special terms and conditions had an express provision that people with cognitive
disabilities could not be deliberately excluded from participation but should be given the support needed to self-
direct.



percent in Florida—to be paid to the consumer for incidental expenses (such as taxi fare) for
which invoicing was impractical. In general, invoices had to be submitted for checks to be
written; consumers were not given accounts that they could write checks against, as with a

private bank account.

To prevent abuse of the allowance, all three programs verified worker tiaie sheets and check

requests against spending plans before disbursing funds. In Florida

(New Jersey did not require consumers to keep recei
everything except incidental expenses. i i ors review receipts for

incidental expenses, and the fiscal agen I chases made by the few

counselors (called “consultants” in Florida and New Jersey) and of a fiscal agent. Counselors

® Florida originally allowed the same individual to serve as the consumer’s worker and representative, but it no
longer permits this.



interacted with consumers to (1) review initial and revised spending plans and ensure that they
included only permissible goods and services, (2) help with employer functions, (3) monitor
consumers’ health, and (4) monitor the uses of the allowance (in Florida and New Jersey).

Florida and New Jersey required that state- or district-level staff review all_spending plans.

Arkansas required such review only if a plan contained an item that was a preapproved

list. Counselors in all three programs advised consumers about

frequency of required calls and visits varied across pr nselors provided additional
monitoring and problem-solving calls and visits

Consumers in all three programs w i scal tasks, including the
payroll functions of an employer (3 ng payroll tax returns) and

writing checks. A consumer who demg e ability to assume responsibility for these

fiscal tasks was allowed t Florida and'New Jersey required that consumers pass a fiscal

skills examinatio m staff individually assessed the ability of each

ty for all fiscal tasks. In Arkansas and Florida, a few

consumer who applied

1. How many hours of care do workers provide, and what compensation do they
receive?

2. How satisfied are workers with their working conditions, supervision, and
scheduling?



3. What preparation and training do workers receive?

4. How do workers fare emotionally and physically, and how does worker well-being
vary by different consumer-worker relationships and living arrangements?

Literature on home care workers has shown that these workers have emotionally and

physically demanding jobs, yet they receive low wages and few benefits orgopportunities for

advancement (Stone and Wiener 2001; Yamada 2002). Althoug

close relatives or friends. Similarly
family caregivers face are well do 1 Beach 1999; National Alliance for
Caregiving and AARP 2 Association, Council on Scientific Affairs

1993). However, i orkers hired under consumer direction may have

e Received wages that were 30 percent lower and were less likely to receive fringe
benefits

e Were less satisfied with their pay but reported similar, high levels of job satisfaction

e Had closer relationships with their clients but did not fare as well in terms of
emotional strain



e Were less likely to report receiving training in personal care but were more likely to
report receiving informal training tailored to specific recipients and were more likely
to feel well informed about clients’ needs

Finally, within the consumer-directed model, related workers were more likely to have close

relationships with the beneficiaries, but they also experienced more emotional strain than did

unrelated workers.

Although we examined measures similar to the ones in Benja s, (2004), the

people who had severe disabilities (and, therefore, require re), who required

paramedical assistance, or who were likely to be able to rs were more likely to be

% not include a counseling component. Third,

hours of paid care per week in Arkansas and 20 hours per week in Florida and New Jersey.
The differences between the two programs could lead to differences in the workers’

experiences, although it is difficult to predict in which direction. For example, the counseling



component might result in a greater difference between hired workers and agency workers in job
satisfaction than was observed in the IHSS program. However, workers’ job satisfaction might
suffer if consumers become overly demanding as a result of being counseled on how to get what

they want from workers.

METHODS

1. Data Collection

® In Arkansas, the nine-month survey began in September 1999, so a supplemental survey was administered to
identify the workers of some of the consumers who responded to the survey between September 1999 and
September 2000.

" We set a target of 300 agency workers in Arkansas and New Jersey and 400 in Florida. In Florida and New
Jersey, we stopped contacting workers after we met these targets; in Arkansas, the target for agency workers was
never met.



averaging 79 percent for agency workers and 95 percent for directly hired workers across the
three states. The final sample includes the 391 directly hired workers and 281 agency workers in
Arkansas, the 520 directly hired workers and 416 agency workers in Florida, and the 382 directly

hired workers and 305 agency workers in New Jersey who responded to the Caregiver Survey.

enrollment, so it exclude s who may have been hired by the treatment group members

who disenrolled fr

& While about 30 to 50 percent of the disenrollees had died or become ineligible for PCS or Medicaid, many
(50 percent in Arkansas, nearly 60 percent in New Jersey, and 70 percent in Florida) initiated their own
disenrollment. Some of these disenrollees may have had problems with their worker, but the number of such cases
is likely to be small. Less than 10 percent of the treatment group sample in each state attributed their disenrollment
to problems with employer responsibilities (Schore and Phillips 2004; Foster et al. 2004a; Foster et al. 2004b).
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for the Cash and Counseling sample member. In general, we report the proportion of cases

giving the most favorable rating (for example, “very satisfied”).

3. Methods for Analysis

We present the means (or distributions) for a variety of outcome measures, along with t-tests

(or chi-square tests) indicating whether they are different for directly hired workers and agency

consumer) were white and female (Table A.1). Most had functional limitations. For example,

two-thirds of each group reported that they needed help getting in and out of bed, and about 90

percent needed help bathing.

11



The proportion of adult consumers who were nonelderly (younger than age 65) in Florida
(more than 60 percent) was much greater than in the other two states (about 25 percent in
Arkansas and 45 percent in New Jersey). In addition, more than 90 percent of those under age

60 in Florida were participants in the Developmental Disabilities waiver (not shown). Thus,

most of the nonelderly consumers in Florida had developmental disabiliti hereas elderly

consumers in Florida, and both elderly and nonelderly consumers in d NewlJersey,

not surprising that more directly hired workers than agency workers in this sample were caring

for consumers who did not have paid assistance before the baseline survey.

® Consumers in Florida who did not receive paid personal care generally received other services (such as
therapy) under the waiver. Nearly all consumers in Florida received at least some services.

12



There are also other differences between the consumers cared for by agency workers and
those cared for by directly hired workers. The sample is not representative of all consumers, as it
excludes consumers who did not have a worker at nine months postenrollment and those in the

treatment group who had a worker who was not hired with the allowance. _In New Jersey,

compared to consumers cared for by agency workers, consumers cared directly hired

Worker Characteristics. Most directly hired worke Chhstate were friends or relatives
of the consumer. However, there were someydifference \ [es\in the consumer-worker

erved. For example, in

developme ies. In each state, the most commonly hired relative was a daughter or

son, with 49 jpercent hiring a son or daughter in Arkansas, 42 percent in New Jersey, and 20
percent in Florida. In Florida, 19 percent hired a parent, compared to 9 percent in New Jersey
and 3 percent in Arkansas. In Florida and New Jersey, consumers could hire spouses. In these
states, however, less than three percent of directly hired workers were married to the consumer

they cared for. Before the demonstration began, about 80 percent (ranging from 70 percent in

13



TABLE 1

WORKER CHARACTERISTICS

Arkansas Adults Florid New Jersey Adults

Worker Age

1810 39
40 to 64
65 to 79
80 or older
10 or more years younger than
consumer
High School Graduate
Female

Race
White
Black
Other

Same race as consumer

Family and Work Situation
Married
Has children
Currently has job oth
caregiving

Consumer-Worker Relationst’p ’

Related to consumer

Not related, but knew consumer

before demonstration

Directly Hired Agency Directly Hir Directly Hired Agency
Workers Workers Workers Workers
(Percent) (Percent) (Percent) (Percent)

*kx
37.1 33.3 35.9 34.7
545 62.0 58.9 61.7
8.2 4.3 5.0 2.3
0.3 0.4 0.3 1.3
47.1 70.9 71.1
79.3 78.0 71.5*
02.2%** 82.5 97.7%**
**k* *kx
51.4 47.9 27.0
36.0 29.0 38.5
12.6 23.1 345
79.6%** 83.6 60.2*** 84.4 54 5***
51.3 50.2 52.6 51.4 49.3
47.0%** 29.9 41.6%** 40.4 47.5*
39.7 20.1%** 40.3 21.2%** 42.1 22.6%**
78.3 n.a. 58.4 n.a. 70.9 n.a.

16.4 n.a. 25.8 n.a. 19.1 n.a.



TABLE 1 (continued)

Arkansas Adults Florida Adults New Jersey Adults

Directly Hired Agency Directly Hired Directly Hired Agency

qT

Workers Workers Workers Workers Workers
(Percent) (Percent) (Percent) (Percent) (Percent)
Did not know consumer before
demonstration 54 n.a. 10.0 n.a.
Worker is consumer’s:
Spouse 0.0 n.a. 2.6 n.a.
Parent 3.3 n.a. 8.9 n.a.
Daughter or son 48.6 n.a. 419 n.a.
Sister or brother 5.9 n.a. 55 n.a.
Grandparent 0.0 n.a. 0.3 n.a.
Grandchild 11.3 n.a. 7.3 n.a.
Other relative 9.2 n.a. 45 n.a.
Living/Caregiving Arrangements
Lives with consumer 39.4 46.3 n.a. 40.1 n.a.
Is primary informal caregiver 44.5 35.2 n.a. 46.1 n.a.
Provided consumer with informal
care prior to demonstration 69.7 n.a. 79.6 n.a.
Maximum Sample Size 298 255 382 308
Source: MPR’s Caregiver Survey conducte ember 2000 and May 2003.
Note: Sample sizes vary sli
n.a.= not applicable for agefig ; all proportion of agency workers (less than five percent) were related to consumers, lived with

them, or provided e yefore the demonstration.

«
*Mean or distribution for di
**Mean or distribution for dj
***Mean or distribution for direct

ed workers different from that of agency workers at .05 level.
ired workers different from that of agency workers at .01 level.



Florida to 84 percent in Arkansas) of directly hired workers had informally helped the consumer
with routine health care, personal care, or household tasks, and 35 to 46 percent had been the

consumer’s primary informal caregiver.'

In some respects, directly hired workers and agency workers were similar. Most workers in

both groups were ages 40 to 64, and, in Arkansas and New Jersey, most weredat least 10 years

ers, however. About 40

1 Few agency workers were relatives of the consumers (six percent in Arkansas, three percent in Florida, and
two percent in New Jersey), lived with the consumer (less than five percent in each state), or were the consumer’s
primary informal caregiver before the demonstration (less than four percent in each state). Because consumers
usually do not know the agency workers before the workers start providing care to them, the differences in
consumer-worker relationships are obvious and, therefore, are not presented in Table 1.

16



reason these informal caregivers gave for becoming paid workers was that it was “an opportunity
to be paid for tasks that | had already been doing.” After the demonstration began, most directly
hired workers continued to provide large amounts of unpaid care to the consumer, in addition to

the hours for which they were paid. In short, the experiences of directly hired workers may be

more similar to those of informal caregivers than to those of agency workersg¢ A companion

report (Foster et al. 2005) compares the outcomes of the predemonstr. Wnary informal

caregivers who became paid workers to those who did not become paid.

1. Hours of Care Provided

Although directly hired workers were paid for some | e they provided in the two

Florida provided no unpaid

he differences between states in the percentage of workers
; sp nd to the percentage of workers related to the consumer in

them (ranging from 70 percent in Florida to 84 percent in Arkansas) provided at least some care
to the consumer informally before the demonstration.
In Florida, directly hired workers provided an average of about 20 hours of paid care per

week to the sample member, about 4 hours more per week, on average, than their agency

17



counterparts (Table 2). In New Jersey, directly hired workers also provided an average of about
20 hours of paid care per week to the sample member, an hour per week more than the average
for agency workers. In Arkansas, the two types of workers provided similar amounts of paid

assistance, averaging approximately 12 hours per week. In Arkansas and Florida, the

distribution of paid hours was different for directly hired workers and agency v
states, directly hired workers were less likely than agency workers to provide i hours of paid
care per week, but more likely to provide 8 to 20 hours of care per we

more hours of care per week (in Florida).

2. Compensation and Job Satisfaction

In Florida and New Jersey, directly hired workers s of about $10 per hour,

In contrast, in Arkansas,

ency workers (ranging from 17 percent in Florida to 24 percent in New Jersey) than
directly hired workers (less than 5 percent) received fringe benefits. However, most of these
directly hired workers would be considered part-time employees, providing an average of 12 to
21 hours of care per week, and, in general, many part-time employees are ineligible for benefits.

(The monthly benefit was seldom large enough in any of the states to permit a consumer to hire a

18
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TABLE 2

HOURS OF CARE PROVIDED AND COMPENSATION

Arkansas Adults New Jersey Adults

Directly
Hired Agency
Workers Workers?

Directly
Hired Agency
Workers Workers?

Hours of Care Provided per Week

Average paid hours 125 16.2*** 20.3 18.9*
Average unpaid hours n.a. 26.5 n.a.
Total hours n.a. 46.8 n.a.
Distribution of Paid Hours per Week (Percent) faia
0 0.0 0.0 0.0
1to7 36.3 6.9 10.9
81020 38.3 51.5 53.0
21t0 30 11.3 28.7 26.5
Over 30 14.1 13.0 9.6
Distribution of Unpaid Hours per Week (Percent)
0 4 n.a. 40.9 n.a. 33.6 n.a.
lto7 n.a. 7.4 n.a. 14.3 n.a.
81020 n.a. 11.2 n.a. 124 n.a.
211040 n.a. 13.0 n.a. 124 n.a.
Over 40 n.a. 27.5 n.a. 27.3 n.a.
Compensation
Hourly wage (dollars) ! 6.07 6.30*** 10.26 9.03*** 9.84 8.53***
Received fringe be ( n 1.6 20.6*** 35 16.5*** 4.6 24 .2%**
Paid for travel time (percent 5.8 57.8*** 7.3 21.2%** 6.9 15.1%**
Ever paid late (percent) 35.1 n.a. 29.2 n.a. 30.8 n.a.
Ever paid less than owed (perc 6.7 n.a. 5.1 n.a. 6.8 n.a.
Maximum Sample Size 391 281 298 255 382 308
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TABLE 2 (continued)

Source: MPR’s Caregiver Survey conducted between September 2000 and May 2003.

*Responses for agency workers pertain only to the care they provide to the consumer who identified
month follow-up survey.

®Among those living apart from consumer.

n.a. = not applicable. Only the handful of agency workers who were related to the co er provi
about being paid late or less than owed were not asked of agency workers.

*Mean or distribution for directly hired workers different from that of agency work
**Mean or distribution for directly hired workers different from that of agency wor
***Mean or distribution for directly hired workers different from that of agency wa

rimary worker on the nine-

care to the consumer. Questions



full-time worker.) In contrast, agency workers usually would have cared for more than one
person and may have worked full-time, or at least enough hours to be eligible for benefits.
Furthermore, small employers (such as the consumers in this program) rarely can afford to

provide benefits such as health insurance or retirement plans, whereas larger entities can

negotiate more favorable rates and can spread the fixed costs of such bengfits over more
employees. Even for agency workers, however, fringe benefits were rare

Among those who did not live with the consumer, only six to seve
workers were paid for their travel time. Agency workers w paid for their
travel time, although the percentage varied greatly by st ing from 15 percent in New
Jersey to 58 percent in Arkansas, with agency workers i percent) falling between

these two extremes.

third of directly hired worke ; did report that their pay had been delayed over the

\v en percent) reported ever being paid less than they

agency wa orted having payment problems (Doty et al. 1999).)

Despite receiving modest (and sometimes late) pay and almost no fringe benefits, an average
of 45 percent of directly hired workers across all three states reported being very satisfied with
their wages and benefits (ranging from 41 percent in New Jersey to 51 percent in Florida) (Table

3). Only about 16 percent in each state reported being dissatisfied. In contrast, an average of

about 20 percent of agency workers in each state reported being very satisfied with their wages
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TABLE 3

SATISFACTION WITH WORKING CONDITIONS

Arkansas Adults Florida New Jersey Adults

Directly Directly
Hired Agency Hired Agency
Workers Workers Workers Workers Workers
(Percent) (Percent) (Percent) (Percent) (Percent)
Satisfaction:
With Wages and Fringe Benefits
Very satisfied 44.6 22.9%** 41.4 19.1%**
Not satisfied 15.6 38.0%** 16.9 41.8%**
With Working Conditions Overall
Very satisfied 82.6 79.3 69.9***
Not satisfied 2.4 1.3 3.3*
Is Satisfied with Supervision of Care
Strongly agrees 3 87.9 88.0 87.0 83.2
Disagrees 2.6 1.6 4.6* 2.0 4.1
Is Satisfied with Amount of Fee
How Care Is Provided
Strongly agrees 82.2** 86.4 86.2 89.7 88.1
Disagrees - ’ 2.2 17 2.8 05 2.1*
Asked to Do Things to Whi? ad
Not Agreed 7.5%** 2.7 3.2 2.6 6.2%*

Close Supervision Interfered with Work 3.1 2.9 3.1 3.2 2.9 4.0
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TABLE 3 (continued)

Arkansas Adults Florida Adults New Jersey Adults
Directly Directly Directly
Hired Agency Hired Agency
Workers Workers Workers Workers
(Percent) (Percent) (Percent) (Percent)
Has a Lot of Flexibility in Scheduling Care
Strongly agrees 77.1 72.7 79.9 79.8 76.4
Disagrees 8.6 114 7.4 9.1 7.3
Ever Had Disagreement Regarding
Schedule 2.1 5.2%* 2.9 4.2
Must Hurry to Meet All Consumer’s
Needs
Strongly agrees 21.4 23.4 354 32.4
Disagrees 63.9 67.7%* 49.3 53.5
Worker Responsible for Providing Back-
Up Care 41.3 n.a. 445 n.a.
Somewhat or Very Difficult to Arrang
Back-Up Care n.a. 21.5 n.a. 17.0 n.a.
Maximum Sample Size 281 298 255 382 308

Source:  MPR’s CaregiVfer Survey f ted between September 2000 and May 2003.
) -

n.a. = not applicable for age

*Mean for directly hired workgrs different from that of agency workers at .10 level.

**Mean for directly hired workers different from that of agency workers at .05 level.
***Mean for directly hired workers different from that of agency workers at .01 level.



and fringe benefits; about twice as many reported being dissatisfied. Thus, although
policymakers might be concerned that directly hired workers receive inadequate wages and
benefits, the workers themselves are fairly satisfied with their compensation, especially
compared to agency workers. This probably is due, in part, to the fact that so many directly

hired workers had been providing unpaid care—they are satisfied to be receivigg even modest

pay for some of the work they had previously done entirely for free. Also
hired workers had jobs other than caregiving, they may not have bee

from caregiving as agency workers.

3. Satisfaction with Working Conditions

The modest wages of these workers do not seem to

the supervision they received. Compared to agency workers, directly hired workers were more

satisfied with the amount of feedback they received on how care was provided in Arkansas, and
were less likely (in Arkansas and New Jersey) to report having been asked to do things to which

they had not agreed. Finally, similar percentages (approximately three percent in all three states)
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of both directly hired workers and agency workers reported that close supervision interfered with
their work.

In each state, more than 70 percent of workers in both groups were satisfied with the
flexibility of their schedules, and few reported scheduling disagreements with their client.

Directly hired workers in Arkansas and Florida, however, were more likely to report having to

hurry to meet the consumer’s needs, perhaps because many held other jobs‘@r because they had

to provide more hours than they were being paid for as part of their fa ity for the

consumers’ overall welfare.

As another satisfaction issue, directly hired workers o e to find back-up care when
they cannot come to work. In the three states, a sizable directly hired workers in
nsas) were responsible for
eported having at least some
2rs this question, as we assumed that agency

g their own back-up care. However, in focus

each state provided early morning care, evening care, or care on weekends; the exception was
that about 45 percent of agency workers in Florida provided care on the weekends. In
interpreting these results, we cannot determine whether hours for which workers were paid were

business or nonbusiness hours. Workers were asked whether they provided care during times of
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the day and week, but were not asked whether they were paid for the hours that they worked
during those times. In contrast, nearly all of these control group members whose agency worker
was interviewed had both paid caregivers and unpaid caregivers, with the paid (agency) worker
providing care mostly during business hours and the unpaid caregiver providing care mostly

during nonbusiness hours. Under Cash and Counseling, consumers experienced only modest

only during nonbusiness hours.

5. Type of Care Provided

More than 87 percent of all dirg

circulation. Fewer directly hired workers helped with technical health care tasks such as taking

care of a feeding tube, colostomy, or urinary catheter, probably because these medical needs

were less prevalent in our sample.
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TABLE 4

TYPE OF CARE PROVIDED

Arkansas Adults New Jersey Adults

Directly

Hired Agency
Workers  Workers
(Percent) (Percent)

Directly

Hired  Agency
Workers  Workers
(Percent) (Percent)

Provided:
Any routine health care 70.6*** 91.6 86.4**
Personal care 88.1 95.7 94.7
Household care 87.3*** 99.2 98.0
Company n.a. 91.9 n.a.

Provided Assistance with
Medicine 23.1%** 70.1 25.5%** 814 94 . 1%**
Pressure sores 10.4%*>* 18.5 12.8* 23.8 9.3***
Feeding tube 1.8* 7.5 7.6 4.6 3.6
Urinary catheter 6.1 7.1 10.4 6.6 7.3
Colostomy 1.1 3.2 2.0 2.5 1.7
Range of motion 36.3*** 62.5 52.4** 76.8 71.3
Ventilator 5.4%** 11.4 7.6 13.9 9.9
Special care of the feet 27.7%** 28.5 25.9 42.4 42.2

Maximum Sample Siz 391 281 298 255 382 308

Source:  MPR’s Caregivei

n.a. = not applicable.

onducted between September 2000 and May 2003.
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TABLE 4 (continued)

*Mean for directly hired workers different from that of agency workers at .10 level.
**Mean for directly hired workers different from that of agency workers at .05 level.
***Mean for directly hired workers different from that of agency workers at .01 level.




One might be concerned that directly hired workers are not fully qualified to perform many
of these health care tasks. However, we found no evidence that consumers’ health suffered as a
result of the care they received during the demonstration. In fact, in a companion analysis,
Carlson et al. (2005) showed that, under Cash and Counseling, treatment group members in one

or more states were less likely than control group members to fall, develop contractures, have

respiratory infections, experience shortness of breath, or have urinary infeg

worker performed the task while the trainer watched (not shown). Only about half the directly
hired workers who assisted in personal care received training in it, whereas nearly all agency
workers received such training. Again, most workers who received personal care training had

hands-on training. Finally, nearly all agency workers received their training in personal and
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TABLE 5

TRAINING AND PREPAREDNESS FOR WORK

Arkansas Adults

New Jersey Adults

0€

Directly Directly
Hired Agency Agency Hired Agency
Workers Workers Workers Workers ~ Workers
(Percent)  (Percent (Percent) (Percent)  (Percent)
Received Any Health Care Training 51.7 95.6*** 58.4 08.5***
Received Any Personal Care Training 95.5*** 55.3 98.6***
Preparedness for Job
Is well informed about consumer's condition and
services
Strongly agrees 82.6*** 87.4 82.2* 89.9 89.2
Disagrees 5.3 3.4 7.4** 1.9 2.7
Feels fully prepared to meet expectati
helping consumer
Strongly agrees 96.7 95.7 95.6 96.0 94.7 96.4
Disagrees 0.5 0.4 1.3 2.4 0.5 0.3
Maximum Sample Size 391 281 298 255 382 308

Source:  MPR’s C‘e.l‘r ted between September 2000 and May 2003.
*Mean for directly hired
**Mean for directly hired'wor
***Mean for directly hired wo

ifferent from that of agency workers at .10 level.
s different from that of agency workers at .05 level.
rs different from that of agency workers at .01 level.



health care from a health care provider. Among those directly hired workers who reported
receiving any training, about 85 percent in each state were trained by a health care provider, and
the rest were trained by the consumer or the consumer’s family or friends (data not shown in

tables).

In interpreting these results, it is important to remember that, although maay directly hired
workers did not report receiving training, most (at least 70 percent in ¢
been caring for the consumer before the demonstration began. Those
to perform certain tasks while they provided informal (un a an when they
became paid) may not have reported that they were “trai deed, like agency workers,

nearly all the directly hired workers (about 96 percent) “ red to meet expectations

in helping the consumer” (Table 5). Furthermere, in all three states; more than 80 percent of all
workers (both directly hired and age
consumer’s condition. In Arkansas a 2 percentage of directly hired workers who
were well informed about t dition was significantly higher than the percentage

of agency workers.

Finally, results fro n analysis suggest that consumers received satisfactory

of directly hired workers (ranging from 35 percent in Florida to 44 percent in Arkansas, not
shown) consulted the consumer’s doctor with health care questions. In contrast, agency workers
most often turned to the home care agency with health care questions (with 49 percent in Florida

and 77 percent in Arkansas consulting the agency), while less than 10 percent in each state

consulted the consumer’s doctor (not shown).
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7. Worker Well-Being

In general, workers in Florida and New Jersey reported more physical strain than those in
Arkansas. About 30 percent of directly hired workers in Florida and New Jersey reported a great

deal of physical strain, compared to 17 percent of directly hired workers in Arkansas (Table 6).

Conversely, 46 percent of directly hired workers reported little or no physical strain in Arkansas,
compared to 36 percent in Florida and 39 percent in New Jersey. These di $s states
could be due to differences in the consumer’s characteristics and care nee léw Jersey
were there significant differences in the level of physical strai y hired and

agency workers, with agency workers reporting higher levelg sical strain. For example, 42

percent of agency workers in New Jersey reported suf deal of physical strain,

Few workers were physically hugt”or ( were some differences in the
likelihood of injury for directly hired agency workers. Directly hired workers were

significantly more likely th agency counterparts to be injured as a result of caring for the

sample member in A percent, respectively) but significantly less likely to

be hurt caring for the sa in New Jersey (four versus seven percent, respectively).

12 We also examined key measures of worker well-being separately in Florida for those who served the
nonelderly (those under age 60), who generally had developmental disabilities, and the elderly, who tended to be
frail or physically impaired. Among those who served the nonelderly, directly hired workers suffered significantly
less physical strain than agency workers, with 24 percent of directly hired workers and 35 percent of agency workers
reporting a great deal of physical strain (Table B.9). Similarly, directly hired workers who served children in
Florida also reported less physical strain than their agency counterparts (Table B.6). No such difference was
observed for the workers serving elderly Floridians.
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TABLE 6

WORKER WELL-BEING

Arkansas Adults

New Jersey Adults

Directly Hired ~ Agency Directly Hired Agency
Workers Workers Workers Workers
(Percent) (Percent) (Percent) (Percent)
Physical Strain
Little or none 458 52.2 40.6 38.6 27.7%**
Great deal 16.9 15.1 33.9 28.4 42.0***
Injuries
Suffered any injury 3.6 1.4* 4.3 3.7 6.5*
Suffered any injury, after controlling for hours of care
provided 4.8 3.0 10.0***
Suffered injury serious enough to see doctor 1.2 0.0 0.7
Emotional Strain
Little or none 47.5 59, 1*** 40.2 420
A great deal 25.1 26.7 31.2 35.6
Consumer-Worker Relationship
Caregiver and consumer get along very we 944 93.1 92.8 87.1 80.8**
Has very close relationship with consume 53.5*** 71.4 49.3%** 75.7 34.3***
Consumer needs to be more respectful 16.1 12.4 16.1 13.0 19.2 175
Consumer’s family and friends need to be mor 37.1 22.4*** 21.4 16.5 29.2 18.9%**
Maximum Sample Size 391 281 298 255 382 308

Source: MPR’s Caregiv!

*Mean for directly hif88work
**Mean for directly hired worl;el
S

***Mean for directly hired wor erent from that of agency workers at .01 level.



workers in each state were no more likely (and, in New Jersey, were much less likely) to be
injured while caring for the consumer than their agency counterparts.
Both agency workers and directly hired workers gave positive reports on their relationships

with the consumer. In both Arkansas and Florida, about 90 percent of both directly hired

workers and agency workers reported that they got along very well with the cofisumer. While

Arkansas (60 and 7Q ) and Florida (48 and 59 percent, respectively). In
were significantly more likely than agency workers to
report suff i strain (15 versus 9 percent). In New Jersey, no such difference
pes of workers reported levels of emotional strain that were higher than
those in tf
ired workers also fared somewhat worse than agency workers in terms of the
respect they reported receiving from the consumer and the consumer’s family. (For directly
hired workers, the consumer’s family typically is also the worker’s own family.) In particular,
37 percent of directly hired workers in Arkansas (compared to 22 percent of agency workers)

and 29 percent in New Jersey (compared to 19 percent of agency workers) reported that the
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consumer’s family and friends needed to be more respectful. In Florida, for the full adult
sample, the percentage of directly hired workers reporting that the consumer’s family and friends
needed to be more respectful (21 percent) was much lower and not significantly greater than that

of agency workers (17 percent). In Florida, however, fewer directly hired workers were related

to the consumer than in the other two states. Nonetheless, among those who serygd the elderly in

Florida, a greater share of directly hired workers (26 percent) than agen (13 percent)

directly hired workers in many ways.

relationship on workers’ experiences in

workers g ompared. To increase cell sizes, we present results pooled for the three states;

results were’ Similar when we analyzed each state separately. Finally, while we only report

3 Among those who served children in Florida, directly hired workers were more likely to desire respect from
the consumer’s family and friends as well (Table B.6).
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selected outcomes in this section, Table A.3 provides a comprehensive list of outcome measures
for directly hired workers, by whether the consumer was related to the worker.
Overall, both related and nonrelated directly hired workers reported high levels of

satisfaction with their working conditions. More than 80 percent of each category of directly

hired workers report being “very satisfied” with their overall working conditions (Table 7).

informed about the consumer’s conditi
shown).

Directly hired workers re relatedto, or lived with, the client fared worse on several

measures of well-bei orkers who were not related. First, related workers

reported higher levels o rain than nonrelated workers. In particular, 26 percent of

all related v 0 likely'to report that they suffered much emotional strain, compared to 19

0 4@‘ orkers.  Among related workers, emotional strain was particularly high
Ived with the consumer. Second, related workers were more likely than

nonrelated ers to report a lack of respect from the consumer and the consumer’s family and

friends. Nineteen percent of related workers, compared to only 13 percent of nonrelated

Y This difference in hourly wages was even more pronounced in the Florida children’s sample, where
nonrelated workers earned an average of nearly $13 per hour, over $2 an hour more than the average for related
workers (Table B.7).
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TABLE 7

SELECTED OUTCOMES BY CONSUMER-WORKER RELATIONSHIP, ALL THR TATES COMBINED

Directly Hired

Related ed

Not
Live-In  Live-In AllR

Not All Agency
Live-In Live-In Unrelated Workers

Working Conditions

Hourly wage (dollars) 8.64 .98 34** 7.63 9.29 9.11 7.93
Very satisfied with wages (percent) 45.5 6.3 48.8 41.5 42.5 21.3
Very satisfied with working conditions 80.0 82.1 85.4 83.0 83.3 82.4
(percent)
Training and Preparedness for Job (Percent)
Received health care training 53. 53.9*** 69.2 73.2 72.5 96.7
Received personal care training 43.7 45.9*** 70.0 72.2 71.9 96.0
Is well informed about consumer’s conditio 89.9 95.1 86.1 87.3 84.8
Worker Well-Being (Percent)
Little or no emotional strain 53.0  46.5*** 41.5 59.1 56.8 56.7
Much emotional strain 21.6  25.7** 26.8 17.5 18.7 23.8
Consumer needs to be mogé respe . 145  19.0** 195 12.0 13.0 14.4
Consumer’s family an S
more respectful 40.9 27.4  34.6*** 31.7 17.0 18.9 19.3
«
Hours of Care Provided (Per.
Paid hours ’ 19 14 17** 22 18 19 16
Unpaid hours 53 12 34*** 48 2 7 2

Maximum Sample Size 404 347 751 41 279 320 844
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TABLE 7 (continued)

Source:  MPR’s Caregiver Survey conducted between September 2000 and May 2003.

Note: Sample sizes vary slightly for each measure due to item nonresponse.

*Related workers different from unrelated workers at the .10 level, two-tailed test.
**Related workers different from unrelated workers at the .05 level, two-tailed test
***Related workers different from unrelated workers at the .01 level, two-tailed te



workers, reported desiring more respect from the consumer. Similarly, 35 percent of related
workers, but only 19 percent of nonrelated workers, reported that the consumer’s family and
friends needed to show more respect. Related live-in workers fared the worst, as 41 percent of

the workers in this group (but only 27 percent of related workers who did not live with their

client) felt that the consumer’s family and friends did not show enough respect.
Interestingly, nonrelated directly hired workers and agency workers all off whom

were not related to the consumer) generally reported similar levels o articular,

workers in both groups reported similar levels of emotional strgifrand similg puints of respect
from the consumer and the consumer’s family. Thus, the ences in well-being between

entirely by the worker’s

rkers who lived with the consumer. Even among

workers who did not liv sumer, however, those who were related to the consumer

d Policy Implications
As expected, most directly hired workers were relatives or close friends of the consumer.

The proportion of directly hired workers who were relatives varied from state to state. In each

> The hours of unpaid care include those provided for the consumer only and those provided for the whole
household.
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state, however, directly hired workers provided an average of about 26 hours of unpaid care per
week. Thus, it was clear that these caregivers fulfilled the roles of both employee and informal
caregiver. Directly hired workers also were more likely to help with a variety of health care

tasks. They could do this because they were not bound by agency rules or other state

regulations.

respect from the consumer’s family and friends in Arkans ersey, and among those who

served the elderly and children in Florida. The reason

have also desired more respect from the consumer’s family because the consumer’s family is
also their own family. Relatives involved in caring for other family members may take each
other’s efforts for granted. In addition, family members who provide only unpaid care may

resent the fact that another family member is being paid for some of the help he or she provides,

leading to resentment expressed as lack of respect for the efforts of the paid worker. Finally, the
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well-being of related live-in workers may have suffered in part because they also provided
substantial amounts of unpaid care, often at odd hours, which perhaps made them feel that they
were “on call” all hours of the day and night.

The greater strain felt by family members who became paid workers was not necessarily

caused by their becoming a paid worker. From research presented in a compani@it report (Foster

who remained unpaid .

Notably, in all three states, workers (both related and d directly hired workers, as

though the states served di target populations and had different restrictions concerning

whom consumers co

The fact that direc ers report high levels of satisfaction with their working
conditions, 4 ing emotional strain, is consistent with the experiences of workers
ram (Benjamin and Matthias 2004). These findings also are consistent

with the workers hired under Arkansas’s Cash and Counseling program who

participated focus groups. Many of these workers said that, although their jobs were
demanding, they felt “blessed” by having the opportunity to take care of a loved one and that
their jobs were quite gratifying (Zacharias 2002).

In all three states, directly hired workers were satisfied with their wages and fringe benefits,

especially compared to agency workers. This result might not be surprising in Florida or New
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Jersey, where the wages of directly hired workers averaged about $10 per hour and were more
than $1 per hour higher than those of agency workers. However, directly hired workers’ high
level of satisfaction with their compensation was similar in Arkansas, where directly hired

workers’ average hourly wage was modest (about $6 per hour) and somewhat less than that of

agency workers. Directly hired workers’ satisfaction with their compensation may be due to the

fact that many had cared for their client without pay before the dem those
workers providing many hours of unpaid care, the actual amount of th d fringe
benefits may not have been that important; rather, they appr, ey received
some pay rather than none at all. In addition, because ca png is a second job for many

be reduced under con

eir family members, and consumers may be able to direct their own workers to
meet their specific needs. Indeed, nearly all of the consumers’ directly hired workers had been
caring for the consumer before the demonstration, and most reported that they were well
prepared to help them. Both the workers and their clients may have felt that training was

unnecessary, as the workers were simply continuing to perform tasks they had been doing for
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years. (The lack of training is less of an issue for nonrelated workers, nearly all of whom did

receive training for the care they provided.)

The lack of formal training does not appear to have affected worker safety, as, after

controlling for the total number of hours of care that they provided, directly hired workers were

(2004), the difficult to make exact comparisons due to differences in the scales used. In

both programs, compared to agency workers, workers under consumer direction:

e Were less likely to receive formal training but were more likely to feel they were well
informed about their client’s needs.

e Were more likely to feel close to the consumer but fared less well on measures of
emotional well-being.

e Reported similar, high levels of satisfaction with their working conditions.
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The major difference between the IHSS results and those of Cash and Counseling is that
workers hired by consumers under Cash and Counseling were more satisfied than agency
workers with their compensation, while those hired by consumers in the IHSS program were less
satisfied than agency workers with pay and career opportunities. Part of the reason for this
difference is that directly hired workers in the IHSS program received wages that were about 30

percent lower than those of their agency counterparts, while workers ader Cash and

workers d. States also may have felt they did not have the resources to provide

assistance to Caregivers as well as care recipients. Nonetheless, a few modest, proactive efforts
could be made at little cost to improve worker well-being. The importance of taking such
proactive efforts to improve the well-being of caregivers has been recognized by Congress
through the National Family Caregiving Support Program (NFCSP). Established in 2000, the

NFCSP calls for states to provide a continuum of caregiver services, including information,
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assistance, individual counseling, support groups and training, respite, and supplemental services
(Squillace and Jackson 2004).
Having counselors/consultants give educational materials to hired workers could lessen one

such concern—that consumers or workers could be injured because few workers receive training

in how to do their jobs. While the incidence of such injuries is no greater directly hired
workers than for agency workers (and no greater for treatment than contfel ,group consumers),
the number of injuries might be reduced inexpensively with this type [©
materials could describe how to safely perform some comm stich as helping
care recipients into or out of a bed or chair or helping the Consumers also could use a

portion of their allowance to pay for their worker to atte regiving offered by local

becoming a paid caregiver.
A second concern—th motional stress reported by workers (although
similar to those repor aregivers)—also might be lessened at little cost to the

state. Counselors coul ware of local caregiver support groups and sources of

some such ¢a They could then help interested consumers revise their spending plan to
incorporate such opportunities.
Education also might help address a third concern—that hired workers often feel that family

members and friends of the consumer do not show enough respect for the work they do. The

state could prepare materials (printed or videotaped) for consumers and their families, alerting
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them to this fact and suggesting ways to minimize such tensions. Providing such information to
consumers and their families when a spending plan is being developed may make it possible to
avoid this potentially divisive situation, which could affect the consumer’s entire caregiving

network. These guidelines could include common areas of contention or conflict, as well as

suggestions on how the entire family can address these issues constructively.

0 expect to be

in the program for several years, it begs the following g ould this highly successful

program benefit far more consumers if it provided those to hire family or friends

with a list of people who want to become arkers? Furthermore, such a listing could help

program participants find suitable rep hired workers were unable or
unwilling to continue in the positions. - p, it is possible that offering such a list could

be opposed by the state’s are industfy and could put the state at risk of lawsuits if a

worker hired from th consumer in some way.

3. Limitatio

randomly assigned to the treatment or control group. Rather, the study can only describe the
experiences of directly hired workers in this sample and compare them to those of agency
workers as a benchmark. Furthermore, in Arkansas, the sample overrepresents those who
worked for consumers who enrolled later in the demonstration and, therefore, is not necessarily

representative of all workers in the demonstration. Because we did not collect baseline data on
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workers, we do not know whether workers for consumers who enrolled later differed from
workers for consumers who enrolled earlier.

Our findings also may be limited in that they pertain to one consumer-directed care program.
While most of our findings were similar across all three of the Cash and Counseling states, the
results may not be generalizable to other programs that have different featuresé” For example,

other programs might not provide fiscal agent and counseling services. IQn, oug results

may not pertain to programs where consumers primarily hire workers

with the experiences of workers hired under Cash and Counseling in Arkansas, Florida, and New

Jersey, even though the two programs are different.

47



4. Other Research

In this report, we examine only a single dimension of consumer-directed care. Other MPR
evaluation reports (some of which we have cited) are available or will be available soon to

provide a fuller picture of Cash and Counseling. Some of these reports used survey data to

examine the program’s effects on the quality of care consumers receive, their dse of personal

affected the cost of personal assistance (in Arkansas and

Florida), as well as the use and cost of services covered by id and Medicare. In general,
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COMPANION REPORTS
Impacts on Quality of Care and Use of Personal Care

These reports compare treatment and control group members, using data from telephone
interviews describing, among other outcomes measured nine months after random assignment:
satisfaction, unmet need, disability-related health, and hours and types of personal care
received.

Carlson, Barbara Lepidus, Stacy Dale, Leslie Foster, Randall Brown, B

a Phillips, and
Jennifer Schore. “Effect of Consumer Direction on Personal C i

Well-Being in

Arkansas, New Jersey, and Florida.” Princeton, NJ: Mathemati , Inc.,
May 2005.

Foster, Leslie, Randall Brown, Barbara Phillips, Jennifer Sc us Carlson.
“Does Consumer Direction Affect the Quality of igaid Personal Assistance in

Arkansas?” Princeton, NJ: Mathematica Policy Researc

the Quality of Medicaid
exclusive W3, March 26,

Also see published version of this report: Foster et al
Personal Care Through Consumer Directio
2003, pp. 162-175.

and Barbara Lepidus Carlson.
istance Received in Arkansas.”

Dale, Stacy, Randall Brown, Barbara P
“The Effect of Consumer Dire
Princeton, NJ: Mathematica Policy

e et al. “The Effects of Cash and Counseling on
Personal Care Service Medicai 08ts in Arkansas.” Health Affairs Web exclusive

W3, November 19 x
Foster, Leslie, Stacy ‘b ndall’ Brown, Barbara Phillips, Jennifer Schore, and Barbara

Impacts of Medicaid and Medicare Services

These reports )compare treatment and control group members, using Medicaid and Medicare
data describing the cost of personal care and other covered services measured during the year
after random assignment, as well as presenting information about Cash and Counseling
program costs.

Dale, Stacy, Randall Brown, and Barbara Phillips. “Does Arkansas’ Cash and Counseling

Program Affect Service Use and Public Costs?”  Princeton, NJ: Mathematica Policy
Research, Inc., July 2004.
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Dale, Stacy, Randall Brown, and Barbara Phillips. “Medicaid Costs Under Consumer Direction
for Florida Children with Developmental Disabilities.” Princeton, NJ: Mathematica Policy
Research, Inc., December 2004.

Dale, Stacy, and Randall Brown. “The Effect of Cash and Counseling on Medicaid and

Medicare Costs: Findings for Adults in Three States.” Princeton, NJ: Mathematica Policy
Research, Inc., 2005.

Impacts on Informal Caregiving

These reports compare the experiences of primary informal caregivers
group members (identified at the time of random assignment), us
interviews describing caregiver burden and well-being nine mont

Foster, Leslie, Randall Brown, Barbara Phillips, and Barb
Burden of Caregiving: The Impact of Consumer Directi
ugust 2003.

Foster, Leslie, Randall Brown, Barbara Phillips, and Banbara Carlson. “The Effects of
Cash and Counseling on the Primary Informal Caregi

Disabilities.” Princeton, NJ: Mathemg Research, lag., April 2005.

D d para Lepidus Carlson. “How Cash and
S dings from Arkansas, Florida, and New
0 Résearch, Inc., July 2005.

Foster, Leslie, Randall Brown, Barbar
Counseling Affects Informal Cz

These reports comp
members (identified ning er random assignment), using data from telephone interviews
describing we iti burden, and well-being 10 months after random assignment.
This repori‘de 3§ outcomes for workers in all states. The Arkansas report is listed below.

own, Barbara Phillips, and Barbara Lepidus Carlson. “The Experiences
d Under Consumer Direction in Arkansas.” Princeton, NJ: Mathematica

Program Implementation

These reports describe program goals, features, and procedures in detail based on in-person
interviews with program staff. There is one report for each state program and a fourth report
presenting implementation lessons drawn across the three programs.
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Phillips, Barbara, and Barbara Schneider. “Moving to IndependentChoices: The Implementation
of the Cash and Counseling Demonstration in Arkansas.” Princeton, NJ: Mathematica
Policy Research, Inc., May 2002.

Phillips, Barbara, and Barbara Schneider. *“Enabling Personal Preference: The Implementation
of the Cash and Counseling Demonstration in New Jersey.” Princeton, NJ: Mathematica
Policy Research, Inc., March 2003.

2d Care: The
Princeton, NJ:

Phillips, Barbara, and Barbara Schneider. “Changing to Consumer-Direg
Implementation of the Cash and Counseling Demonstration in Florid
Mathematica Policy Research, Inc., July 2004.

and Counseling in Arkansas, Florida, and New Jersey.” t *Mmatica Policy
Research, Inc., June 2003.

These reports provide an overview of program implement
site visit reports noted above and synthesizing this infor ta from a mail survey of

atment groups.

Schore, Jennifer, and Barbara Phillips. 0 3
IndependentChoices Program.” Princet@ : Mathematica Policy Research, Inc., January

2004.
Foster, Leslie, Barbara Phillips, and Jenni g “Consumer and Consultant Experiences in
ted Care {Program.” Princeton, NJ: Mathematica Policy
Foster, Leslie, Barbara P d Jénnifer Schore. “Consumer and Consultant Experiences in

rence Program.”  Princeton, NJ: Mathematica Policy

¢, Randall Brown, and Rachel Shapiro. “Assessing the Appeal of the Cash and
Counseling Program in Arkansas, New Jersey, and Florida.” Princeton, NJ: Mathematica
Policy Research, Inc., July 2005.
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Final Evaluation Report

This report summarizes the findings from five years of research by Mathematica Policy
Research, Inc., on how each of the three demonstration states implemented its program, and on
how the programs have affected the consumers who participated, as well as the consumers’ paid
and unpaid caregivers, and how the programs have affected the costs to Medicaid.

Phillips, and
Beneficiaries
Draft report.

Brown, Randall, Barbara Lepidus Carlson, Stacy Dale, Leslie Foster, Barbar
Jennifer Schore. *“Cash and Counseling: Improving the Lives of Medicai
Who Need Personal Care or Home- and Community-Based Servic
Princeton, NJ: Mathematica Policy Research, Inc., July 2005.
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APPENDIX A: ADDITIONAL TABLE
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TABLE Al

CHARACTERISTICS OF CONSUMERS CARED FOR BY DIRECTLY HIRED ANDAGENCY WORKERS
(Percent, Unless Noted Otherwise)

Arkansas Adults New Jersey Adults

Directly Directly
Hired Agency Hired Agency
Workers Workers ers Workers Workers Workers
Age
18 to 39 40.8 16.8 13.3
40 to 64 19.2 28.8 334
65to 79 16.5 29.1 28.3
80 or older 23.5* 25.4 25.0
Female 62.8 72.8 73.4
Race
Black 23.1 32.7 37.8
Other 1.7* 114 6.4**
Hispanic 32.7** 36.6 46.3**
Living Arrangement
Lives alone 34.2 15.8 19.2 27.8 40.6***
Lives in rural area 39.9 16.9 13.1 13.3 10.3
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TABLE A.1 (continued)

Arkansas Adults

Florida Adults

New Jersey Adults

Directly Directly Directly
Hired Agency Hired Agency
Workers Workers Workers Workers
Caregiver/Worker/Situation
No paid workers week before baseline 37.8 20.6*** 17.3 6.5%**
Informal caregiver currently employed 32.7 32.0 46.3 39.3*
Primary informal caregiver interested in
being paid 31.2 325 33.0 31.2
Among Those Receiving Personal Care:
Very satisfied with personal care 26.2 29.9 32.7
Health and Functioning
Is in fair health 31.4 34.5 39.2
Is in poor health 44.0 44.5 36.3**
Not independent in transferring 66.4 68.2 72.2 64.9**
Not independent in bathing 87.6 89.0 911 87.0*
Not independent in using bathroom 70.8 71.8 74.6 68.8*
Cash and Counseling Enroliment
Enrolled during latter half of demonstr 63.7 47.7 42.4 56.8 41.2%**
Weekly Prospective Allowan 119 105*** 381 324* 248 261
Maximum Sample Size 391 281 298 255 382 308

ol
Source:  MPR’s Caregive

*Mean for directly hired(/

nducted between September 2000 and May 2003.

s different from that of agency workers at .10 level.

**Mean for directly hired worKers different from that of agency workers at .05 level.
***Mean for directly hired workers different from that of agency workers at .01 level.
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TABLE A.2

TIMING OF CARE PROVIDED

Arkansas

New Jersey

Directly
Hired  Agency
Workers  Workers

Directly
Hired  Agency
Workers  Workers

Provided Care (Percent)

Before 8:00 A.M. weekdays 30.2%** 54.8 17.5%**

After 6:00 .M. weekdays 32.4%** 75.5 17.2%**

On weekends 44 .8*** 89.0 31.0***
Maximum Sample Size 255 382 308

Source:  MPR’s Caregiver Survey conducted between Se D 0 and May 2003.

workers at .10 level.
vorkers at .05 level.
cy workers at .01 level.

*Mean for directly hired workers different fr
**Mean for directly hired workers different f
***Mean for directly hired workers diffe



TABLE A3

OUTCOMES FOR WORKERS, BY CONSUMER-WORKER RELATIONSHIP, FOR ADULT SAMPLES
IN ARKANSAS, FLORIDA, AND NEW JERSEY
(Percent, Unless Noted Otherwise)

Directly Hired Directly Hired
Related Workers Unrelated Workers ency Workers
Variable (n=751) (n=320) 844)

Hours of Care Provided
Paid hours provided per week

(hours) 16.8
Unpaid hours provided per week
(hours) 34.1
Compensation
Hourly wage (dollars) 8.34 7.93
Received some fringe benefits 2.9 20.6
Paid for travel time (percent of
visiting workers only) 30.9
Satisfaction with working conditions
Very satisfied with wages and
fringe benefits 21.3
Very satisfied with working
conditions overall 83.3 82.4
Very satisfied with supervision of
care 87.3 85.0
Very satisfied with amount
feedback on how care i 87.9 85.5
2.3 2.5 5.7
2.8 3.5 3.4
78.3 815 76.2
2.3 2.2 4.2
30.4 21.1%** 24.2
Received any health care training 53.9 72.5%** 96.7
Received any personal care training 45.9 71.9%** 96.0
Preparedness for job
Is well informed about consumer’s
condition and services 89.9 87.3 84.8
Feels fully prepared to meet
expectations in helping consumer 95.5 96.2 96.1
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Directly Hired Directly Hired
Related Workers Unrelated Workers  Agency Workers
Variable (n=751) (n=320) (n=844)

Physical strain and injuries
Suffered any injury from

caregiving 4.4 3.8 4.2
Reported little or no physical strain 38.8 45.0* 39.8
Reported much physical strain 23.7 30.5

Provided:
Any routine health care 89.4
Personal care 95.1
Household care 99.3
Company 96.6

Provided Assistance with

Medicine 82.4 35.1
Pressure sores 25.2 10.7
Feeding tube 4.2
Urinary catheter 7.8
Colostomy 1.6
Range of motion 54.0
Ventilator 10.1
Special care of the feet 32.5
Relationship with Consumer
Caregiver and consumer get
very well 90.0 88.9
Emotional Strain
Little or none 46.5 56.8*** 56.7
A great deal 25.7 18.7** 23.8
Consumer need
19.0 13.0** 14.4
34.6 18.9*** 19.3

ed directly hired workers different from that of unrelated directly hired workers at .10
level.
**Mean for related directly hired workers different from that of unrelated directly hired workers at .05
level.
***Mean for related directly hired workers different from that of unrelated directly hired workers at .01
level.
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APPENDIX B: COMPARISON OF FINDINGS FOR SAMPLE ¢
AND SAMPLE OF FLORIDA CHIIZDR




In this appendix, we present results for the directly hired workers and agency workers who
cared for children in Florida. Due to program eligibility requirements, all the children in
Florida’s program have developmental disabilities. While more than 90 percent of nonelderly

adults in Florida have developmental disabilities, most of the elderly adults have physical

disabilities. Thus, the workers in the children’s sample were caring for a soméwhat different

population than the workers in the adult sample. Nonetheless, the outcg Fworker§ caring
for the children’s sample were generally similar to the outcomes of
sample. Here, we highlight results that were different for the

Consumer Characteristics. There were some differe ddition to the age difference)

family members (Table B.1b). Not surprisingly, the type of consumer-worker relationship was

somewhat different for the children’s sample and the adult sample. Thirty-one percent of the

! The predominance of boys in the children’s sample likely reflects the correlation between sex and certain
types of developmental disabilities, particularly autism, which is more common in boys than in girls. (Florida’s
Developmental Disabilities waiver program serves children with autism, cerebral palsy, mental retardation, Prader-
Willi syndrome, and spina bifida.)
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TABLE B.1a

CHARACTERISTICS OF CONSUMERS CARED FOR BY DIRECTLY HIRED AND AG WORKERS IN FLORIDA

Florida Adult Sa ida Children’s Sample

Directly Hired ctly Hired Agency

Workers Workers Workers
Age (Percent)
Younger than 12 67.6 66.5
12 to 17 325 335
18to 39 n.a. n.a.
40 to 64 n.a. n.a.
65to 79 n.a. n.a.
80 or older n.a. n.a.
Female (percent) 41.0 36.0
Race (percent)
Black 12.0 11.4
Other 4.2 4.4
Hispanic 18.9 25.0
Living Arrangement (percent)
15.8 19.2 n.a. n.a.
16.9 13.1 16.4 18.3

Lives alone
Lives in rural area
g
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TABLE B.1a (continued)

Florida Adult Sample Florida Children’s Sample

Directly Hired
Workers

Agency
Work

Directly Hired Agency
rkers Workers

Caregiver/Worker/Situation (percent)
No paid workers week before baseline 21.2 : 33.8 12.8***

Informal caregiver currently employed 46.3 . 49.1 55.5
Primary informal caregiver interested in being paid 36.0 25.1%** 23.3 22.2

Among Those Receiving Personal Care (percent)

Very satisfied with personal care 32.1 36.7
Health and Functioning (percent)

Is in fair health 30.2 22.6*

Is in poor health 10.8 17.7*

Not independent in transferring 68.2 56.3 66.9**

Not independent in bathing 89.0 91.4 94.5

Not independent in using bathroom 71.8 83.3 92.0**
Cash and Counseling Enrollment (percen

Enrolled during latter half of demo 47.7 42.4 19.4 23.2
Weekly Prospective Allowance (dollars) 381 324* 334 347
Maximum Sample Size 298 255 222 164

Source: MPR’s Car
-

n.a. = not applicable. ’

ted between September 2000 and May 2003.

*Mean for directly hired workers different from that of agency workers at .10 level.
**Mean for directly hired workers different from that of agency workers at .05 level.
***Mean for directly hired workers different from that of agency workers at .01 level.
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TABLE B.1b

WORKER CHARACTERISTICS: COMPARISON OF SAMPLES FOR ADULTS AN

ILDREN IN FLORIDA

Florida Adults

Directly Hired
Workers

orida Children

Worker Age
18 to 39
40 to 64
65 to 79
80 or older

At least 10 years younger than consumer

High School Graduate

Female
Race
White
Black
Other 8.8
Same Race as Consumer 6 83.6
Family and Work Sit&A
Married 50.2
Has children 29.9
Currently has job other than giving 40.3

1

79.3

92.2%**

*k*k

51.4
36.0
12.7

60.2***

52.6

41.6%**
21.2%**

Hired Agency
Workers
40.9
55.5
3.1
0.6
n.a.
91.0 90.9
83.8 96.3*%**
80.8 63.5
15.9 33.3
3.3 3.1
86.7 72.1%**
50.9 51.2
54.5 42.7*%*
50.7 39.5%*
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TABLE B.1b (continued)

Florida Adults

Florida Children

Directly Hired Agency rectly Hired Agency
Workers Workers Workers Workers

Consumer-Worker Relationship

Related to consumer 58.4 n.a.

Not related, but knew consumer before demonstration 25.8 n.a.

Did not know consumer before demonstration 15.8 n.a.
Worker Is Consumer’s:

Spouse 2.0 0.0 n.a.

Parent 18.8 30.6 n.a.

Daughter or son 19 0.0 n.a.

Sister or brother 5.9 n.a.

Grandparent 10.8 n.a.

Grandchild 0.0 n.a.

Other relative 6.3 n.a.
Living/Caregiving Arrangements

Lives with consumer n.a. 39.2 n.a.

Is primary informal caregiver n.a. 26.6 n.a.

Provided consumer with informal care

demonstration 69.7 n.a. 66.7 n.a.

Maximum Sample Size 298 255 222 164

Source: MPR’s Caregive
n.a. = not applicable.

g

*Mean for directly hired

**Mean for directly hiredwo
***Mean for directly hired wo

ifferent from that of agency workers at .10 level.
different from that of agency workers at .05 level.
rs different from that of agency workers at .01 level.



directly hired workers for the children’s sample were parents and 11 percent were grandparents,
both of which were less common in the adult sample. (Among nonelderly adults in Florida,
however, the proportion of workers who were the consumer’s parents was nearly identical to the

proportion in the children’s sample.) Thirty-nine percent of workers for children lived in the

sample than in the adult sa
Compensation. r workers caring for children was similar for directly

hired workers and agen out $11.50 per hour). These wages were higher than the

$10.26 and ‘- ages received by directly hired workers and agency workers
C \@ rida adult sample (Table B.2).> Sixty-two percent of directly hired
workers in the children’s sample were very satisfied with their wages and fringe benefits—much

e 23 percent reported by agency workers in the sample (Table B.3). This

% The average wage for those serving the nonelderly in Florida (a population that was similar to children in that
most had developmental disabilities) was $11.40 for directly hired workers and $9.92 for agency workers (not
shown).
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HOURS OF CARE PROVIDED: COMPARISON OF SAMPLES FOR ADULTS AND

TABLE B.2

ILDREN IN FLORIDA

Florida Adults

Directly Hired
Workers

Hours of Care Provided
Average paid hours
Average unpaid hours
Total hours

Distribution of Paid Hours
0
lto7
8to0 20
21t0 30
31 or more

Distribution of Unpaid Hours
0
1to7
810 20

21to 40
41 or more
o ’

19.9

40.9

7.4
11.2
13.0
27.5

lorida Children

ly Hired Agency

Workers Workers

18.6 22.8**
21.2 n.a.
39.7 n.a.
1.1 0.6
19.0 17.3
46.3 37.0
15.3 19.8
18.4 25.3
n.a. 48.4 n.a.
n.a. 7.9 n.a.
n.a. 11.6 n.a.
n.a. 8.4 n.a.
n.a. 23.7 n.a.
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TABLE B.2 (continued)

Florida Adults

Florida Children

Directly Hired Agency rectly Hired Agency
Workers Workers Workers Workers
Compensation
Hourly wage (dollars) 10.26 11.33
Received fringe benefits 35 8.6***
Paid for travel time 7.3 7.1
Ever been paid less than owed 5.1 n.a.
Ever paid late 29.2 n.a.
Maximum Sample Size 298 164

Source: MPR’s Caregiver Survey conducted between

n.a. = not applicable.
*Mean or distribution or directly hired workers dlfferen

**Mean or distribution for directly hired work
***Mean or distribution for directly hired wor

...41

2000 and M

agency workers at .10 level.
of agency workers at .05 level.
hat of agency workers at .01 level.



TABLE B.3

SATISFACTION WITH WORKING CONDITIONS: COMPARISON OESAMPLES

FOR ADULTS AND CHILDREN IN FLORIDA

Florida Adults Florida Children

Satisfaction:

With Wages and Fringe Benefits
Very satisfied
Not satisfied

With Working Conditions Overall
Very satisfied
Not satisfied

Is Satisfied with Supervision of Care

Strongly agrees
Disagrees

Is Satisfied with Amount of F
Provided

Strongly agrees

Disagrees «i’
Asked to Do Things Not A

Close Supervision Interfered

Directly Hired irectly Hired Agency
Workers Workers Workers
61.6 23.0%**
8.4 41.0%**
82.6 88.7 84.7
2.4 1.4 2.5
87.9 88.0 87.3 915
1.6 4.6* 2.0 2.0
86.4 86.2 93.0 89.6
1.7 2.8 1.4 1.2
2.7 3.2 0.5 4.9%**
3.1 3.2 1.4 3.1*
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TABLE B.3 (continued)

Florida Adults

Florida Children

Directly Hired Agency rectly Hired Agency
Workers Workers Workers Workers
Has a Lot of Flexibility in Scheduling Care
Strongly agrees 81.2 75.6*
Disagrees 8.2 8.5***
Ever Had Disagreement Regarding Schedule 1.7 1.8 9.2**
Must Hurry to Meet All Consumer’s Needs
Strongly agrees 24.3 16.8*
Disagrees 61.0 69.6*
Worker Responsible for Providing Back-Up Care 28.2 n.a.
Somewhat or Very Difficult to Arrange Back-Up Care n.a. 17.6 n.a.
Maximum Sample Size 255 222 164

Source: MPR’s Caregiver Survey cong ptember 2000 and May 2003.

n.a. = not applicable.

hat of agency workers at .10 level.
**Mean for directly hired that of agency workers at .05 level.

***Mean for directly hireg



difference in satisfaction with compensation between directly hired workers and agency workers
was even greater in the children’s sample than in the adult sample.
Type of Care Provided. About 95 percent of directly hired workers provided personal care

for the child, and 77 percent provided routine health care (Table B.4). Assistance with medicine

of the feet, were not as commonly provided by workers in the probably due to

children’s different health care needs. Finally, in the adults 2, directly hired workers were

assistance with feeding tubes.
Training. In both sa i ed workers were much less likely than agency
workers to receive trai or personal care. In the adult sample, directly hired

workers were more lik cy workers to be well informed about the consumer’s

condition ag this difference was not observed in the children’s sample, the

§ being well informed about the consumer’s condition and services was
0

percent) for both directly hired workers and agency workers (Table B.5).

. In terms of worker well-being, there were several differences for the
children and adult samples. First, in the children’s sample, directly hired workers were
significantly less likely than agency workers to suffer physical strain, a difference not observed
for the adult sample (Table B.6). Furthermore, directly hired workers for children did not

experience a higher level of emotional strain than agency workers, as was observed in the adult

B.13
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TABLE B.4

TYPE OF CARE PROVIDED: COMPARISON OF SAMPLES FOR ADULTS AND C

DREN IN FLORIDA

Florida Adults lorida Children
Directly Hired Agency
Workers Workers
Provided:
Any routine health care 70.7
Personal care 95.1
Household care 87.7%**
Company n.a.
Provided Assistance with:
Medicine 25.5%** 64.9 44 .2**
Pressure sores 12.8* 10.7 4.9%*
Feeding tube 7.6 9.3 18.4**
Urinary catheter . 10.4 2.9 3.1
Colostomy 3.2 2.0 2.0 2.5
Range of motion 62.5 52.4** 64.9 54.0**
Ventilator 114 7.6 10.7 14.1
Special care of the feet 28.5 25.9 12.7 14.1
Maximum Sample Size 298 255 222 164

Source: MPR’s Caregi

«f
n.a. = not applicable.

ed between September 2000 and May 2003.

*Mean for directly hired workgrs different from that of agency workers at .10 level.
**Mean for directly hired workers different from that of agency workers at .05 level.
***Mean for directly hired workers different from that of agency workers at .01 level.
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TABLE B.5

TRAINING AND PREPAREDNESS FOR WORK: COMPARISON OF SAMP
FOR ADULTS AND CHILDREN IN FLORIDA

Florida Adults lorida Children

Directly Hired Agency
Workers Workers
Training
Received any health care training 98.5***
Received any personal care training 98.6***
Preparedness for Job
Is well informed about consumer’s condition and services
Strongly agrees 93.2
Disagrees 25
Feels fully prepared to meet expectations in helping consumer
Strongly agrees 96.3
Disagrees 0.0
Maximum Sample Size 164

Source: MPR’s Caregiver Survey conducted bet
*Mean for directly hired workers different fro

**Mean for directly hired workers different from th
***Mean for directly hired workers different from tha

Q

S

5

tember 2000 and May 2003.
at .10 level.

gency worke

orkers at .01 level.
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TABLE B.6

WORKER WELL-BEING: COMPARISON OF SAMPLES FOR ADULTS AND CH

REN IN FLORIDA

Florida Adults

orida Children

***Mean for directly hired

*Mean for directlﬂAd

**Mean for directly hired sidrfferent from that of agency workers at .05 level.

Directly Hired Agenc Agency
Workers Workers
Physical Strain
Little or none 36.4 35.0
A great deal 29.6 32.5**
Suffered any injury 4.9
Suffered injury serious enough to see doctor 1.2
Emotional Strain
Little or none 59.1*** 44.0 51.2
A great deal 26.7 19.7 19.1
Caregiver and consumer get along very well 92.8 95.7 94.2
Consumer needs to be more respectful 13.0 17.0 111
Consumer’s family and friends need {6
respectful 214 16.5 21.6 12.4**
Maximum Sample Size 298 255 222 164
Source: MPR’s Caregiver S d between September 2000 and May 2003.



sample. Finally, about 21 percent of directly hired workers in both the children’s sample and
adult sample reported that the consumer’s family and friends needed to be more respectful. Only
in the children’s sample, however, was there a significant difference between directly hired

workers and agency workers in the percentage that desired more respect from the consumer’s

family and friends. The lack of respect that directly hired workers in the children’s sample

more respectful (Table B.7).

Timing. Compared to agency workers, directly hir, ere much more likely to

provide care during non-business hours in bg e children’s sample and in the adult’s sample

(Table B.8).

In summary, in Florida, when eachia Xperience is contrasted with that of agency
workers, the directly hired n seemed to fare slightly better than the directly
hired workers for a workers for children were actually less likely than

benefits. Directly hired workers were more likely than agency workers to report that the child’s

family and friends needed to be more respectful, but this difference was driven by those workers

who were related to the child they cared for.
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COMPARISON OF RELATED AND NONRELATED DIRECTLY HIRED WORKERS FOR THQSE CARING FOR THE
FLORIDA ADULT SAMPLE AND FLORIDA CHILDREN’S SAMP

TABLE B.7

Florida Adult Sa j

orida Children’s Sample

Working Conditions
Hourly wage (dollars)
Very satisfied with wages (percent)
Very satisfied with working conditions (percent)

Training and Preparedness for Job (Percent)
Received health care training
Received personal care training
Is well informed about consumer’s condition

Worker Well-Being (Percent)
Little or no emotional strain
Much emotional strain
Consumer needs to be more respectful
Consumer’s family and friends need to bg mor

Hours of Care Provided
Paid hours

Unpaid hours

Maximum Sample Size

Related Nonrelated
10.16 10.78 12.99%**
56.1 63.2 59.6
89.1 88.4
88.2*** 66.7 87.3***
71.4%** 38.7 75.3%**
83.6* 93.3 93.2
56.6*** 35.7 53.4***
18.9** 23.5 155
20.6 9.8** 21.6 11.8*
26.7 13.9%** 32.2 9.7%**
38 42 40 34
82 14%** 73 Vishako
174 124 119 103

Source: MPR’s Caregiver S

*Mean for related workers differ
**Mean for related workers differ

ucted between September 2000 and May 2003.

from mean for nonrelated workers at .10 level.
t from mean for nonrelated workers at .05 level.

***Mean for related workers different from mean for nonrelated workers at .01 level.
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TABLE B.8

TIMING OF CARE PROVIDED, COMPARISON OF SAMPLES FOR ADULTS AND LDREN IN FLORIDA

Florida Adults orida Children

Directly Hired Agency
Workers Workers
Provided Care:
Before 8:00 A.m. weekdays 55.7 30.1%**
After 6:00 p.M. weekdays 72.2%**
On weekends 54.6%**
Maximum Sample Size 164
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TABLE B.9

KEY MEASURES OF WORKER WELL-BEING FOR NONELDERLY AND ELDER

Nonelderly Adult Sampl

AMPLES IN FLORIDA

erly Adult Sample

Directly Hired ly Hired Agency
Workers Workers Workers
Physical Strain
Little or none 38.4 41.7
A great deal 38.1 33.0
Emotional Strain
Little or none 47.0 63.4**
A great deal 29.9 26.0
Consumer-Worker Relationship
Consumer needs to be more respectful 13.0 14.0 13.0
Consumer’s family and friends need to be
respectful 18.5 19.6 25.9 13.0**
Maximum Sample Size 180 137 118 118

Source: MPR’s Caregiver S een September 2000 and May 2003.

Note: Nonelderly inc

*Mean for directlﬁéd

**Mean for directly hired
***Mean for directly hiredwo

8 t0 59. Elderly includes people ages 60 or older.

rent from that of agency workers at .10 level.
Ifferent from that of agency workers at .05 level.
different from that of agency workers at .01 level.
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TABLE C.1

KEY FEATURES OF CASH AND COUNSELING PROGRAMS, BY STATE

Arkansas’s
IndependentChoices

Florida’s CDC

New Jersey’s Personal
Preference Program

Demonstration
Enrollment Period

December 1998-April 2001

June 2000-July 2002
(Adults) and June 2000-
August 2001 (Children)

November 1999-July 2002

Eligible Population

Adults (elderly and
nonelderly) with physical
disabilities (may also have
cognitive disabilities) who
were eligible for the state
plan Medicaid personal care
program

Those elderly adults and
nonelderly adults with
physical disabilities, and
children and adults with
developmental
disabilities, who wi
receiving services
the HCBS waive

Services Included in
Calculating the
Allowance Amount

Personal care

Hiring Restrictions

Could not hire legally
responsible relatives (
as Spouses or parents)
representative

Care Plan
Adjustment Factor
Used in Setting

Allowance

HCBS waiver
except case
management/support

Could not hire representative

adults, 83 percent for
adults with physical
disabilities, 92 percent
for children and adults
with developmental
disabilities

None

hour in care plan
ied by provider-
¢ adjustment factor

Claims history or
adjustment factor
multiplied by value of
care plan. (Care plan
always used for those
with developmental
disabilities. Also used
care plan if claims
history was not stable or
if care plan value was at
least $50 per month more
than claims history.)

Value of care plan minus 10
percent set-aside for fiscal
agent and counseling services
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TABLE C.1 (continued)

Arkansas’s New Jersey’s Personal
IndependentChoices Florida’s CDC Preference Program
Median Monthly $313 $829 (adults) and $831 $1,097
Prospective (children)
Allowance of All
Demonstration
Enrollees
Funding for Fiscal Paid for through pool of Counseling paid for
Agent and money generated from through existing
Counseling Services | difference between $12.36 Medicaid funding stream
per hour paid to agencies for case management and
and $8.00 per hour rate at support coordination in
which allowance was traditional program.
cashed out. Originally, Fiscal agent fees pai
agencies were paid a per- by schedule of fees cash management plan and an
client, per-month rate for charged to consu hourly fee thereafter for
fiscal agent and counseling | (for example, $ consulting; state also paid
services, which was reduced | check). iscal agent for some tasks,
at six-month intervals. h as the processing of
Later in the demonstration, ployment-related forms.
agencies were paid a fixed onsumers paid some fiscal
rate for developing a agent fees (such as for cutting
spending plan and then pai and stopping checks).
per client per month for,
fiscal agent and couns
services.
Who Conducted Agencies (for tradijtional rt coordinators or | Agencies (for traditional
Reassessments? se managers (for program) and Medicaid nurses
traditional program) and | (for allowance recipients)
counselors (for
allowance recipients)
Participation in For adults with Demonstration enrollees could
Other Consumer- affiCipate in the | developmental not participate in HCBS waiver
Directed or iver programs disabilities, the six programs or a state-funded
Care Prog ices or northern counties with a | consumer-directed program.

state-funded consumer-
directed program.

®ElderChoi ides nurse-supervised homemaker, chore, and respite services to nursing-home-qualified elderly
adults. provides attendant care and environmental modifications to nonelderly adults and lets them
choose and supervise caregivers. Among demonstration enrollees, 62 percent of the elderly participated in
ElderChoices, and 9 percent of the nonelderly participated in Alternatives.

CDC = Consumer Directed Care; HCBS = home- and community-based services.
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